This study aims (1) to explore the nature and frequency of stigmatizing situations and coping strategies among people with facial disfigurement and (2) to examine the influence of these factors on their psychological well-being through preliminary interviews and a postal survey involving a self-administered questionnaire. The study participants (n=116, response rate=77.0%) comprised members of a self-help group for people with facial disfigurement. Results revealed that stigmatizing situations that occurred in public were the most common type of stigmatization, experienced by 1.6-72% of the participants, although these did not significantly affect their overall well-being. In contrast, the overall incidence of stigmatization caused by those known to the individual was relatively low (8-41%), although having such situations was significantly associated with deterioration of psychological well-being. In the area of coping strategies, avoidance or concealment (recourse rate: 60-69%) was significantly associated with low psychological well-being. Self-assertion (40-85%) and general social skills (75-91%) were correlated with high self-esteem. The implications of these findings are discussed.
I Introduction
Facial disfigurement is a not uncommon affliction that can significantly impact quality of life.
In Japan, reports of the incidence of cleft lip and/or palate range from 0.85 to 2.68 per 1000 births (Vanderas, 1987) , and a Nevus of Ota occurs in 0.1 to 0.2% of Japanese (Hidano,1994) .
The psychosocial effects of visible disfigurement due to disease or injury (such as psoriasis, cleft lip and/or palate, vitiligo, port-wine stains, and burn injuries) have been the subject of numerous publications (Thompson and Kent, 2001; Clarke,1999; Papadopoulos et al., 1999; Turner et al., 1998) . The experience of stigmatizing situations, the need to develop coping strategies, and a low level of psychological well-being are major psychosocial difficulties that people with disfigurement endure (Thompson and Kent, 2001 Coping strategies are actions taken by the disfigured individual to protect the self and maintain self-esteem despite stigmatizing situations (Thompson and Kent, 2001; Clarke, 1999) . People with facial disfigurement are reported to employ various coping strategies such as avoiding public places and places where children are likely to be (Newell and Marks, 2000; Robinson et al., 1996) , withdrawal (Clarke, 1999; Donk et al., 1994) , hiding their disfigurement with make-up, hairstyle or posture (Robinson et al., 1996; Donk et al., 1994; Jowett and Ryan, 1985) and the application of general social skills to their situation (Robinson et al., 1996; MacGregor, 1990) . These coping strategies exact a high psychological cost from facially disfigured individuals because they often consume time and psychic energy that could be channeled into more positive aspects of life (MacGregor,1990 ).
Psychological well-being is an emotional phenomenon that can be assessed by measuring life satisfaction, affective responses and psychological distress (Campbell, 1976 A total of 120 questionnaires were returned.
For the present analysis, four questionnaires were excluded for the reason that three were not responded to by the study participants (i.e., his/her parents) and one was filled in by a person without facial disfigurement because of a mailing error. The remaining 116 responses (response rate: 77.0%) were analyzed.
Variables
1) Characteristics of the study participants Notes : 1) Other causative diseases included 20 different conditions, such as vitiligo ,
2) The mean age at the time of onset was 4.0 ± 9.8 years, range 0 to 59.
3) Indicates the presence of a chronic disease other than the underlying disease/injury which caused the disfigurement.
4) TLS :
Total Life Satisfaction 5) RSE : Rosenberg Self-Esteem 6) GHQ : General Hearth Questionnaire Table 2 Stigmatizing situations, given as % or mean ± SD. N =116
Notes :
1) The percentage of subjects who responded•gonce or twice" or•gmany times".
2) The degree of unpleasantness for each stigmatizing situations was assessed using a 4-point rating scale ranging from 0 (did not experience any unpleasantness) to 3 (experienced considerable unpleasantness).
( , 1999) . First, the frequency of the situation was presented as the binary value "once or twice" and "many times"=1 , "not at all" =0) . The value, then, was weighted with the mean of unpleasantness score of each item, which formed the total score for each category.
A higher score indicates a greater amount of unpleasantness experienced in each situation.
3) Coping strategies (Table 3) The frequency with which they used 19 coping strategies was assessed by the participants, with a 4-point scale ranging from 0 (not at all) to 3 (always). The recourse rate was determined as the percentage of the participants who reported at least occasional use.
Although the items were presented in random order on the questionnaire, coping strategies were categorized into four groups: avoidance or concealment (5 items, a =0.72), education of self and others about facial disfigurement (5 items, a =0 .63), self-assertion (3 items, a =0.65) and general social skills (6 items, a =0.62). The total score for each category was used in the partial correlation analysis. A higher score reflects the tendency of a participant to employ a greater number of coping strategies.
4) Psychological well-being (Table 1) Three indices were used to measure psycho- Knudson-Cooper, 1981; Bowden et aL,1980) , and the RSE scale is the most commonly used self-esteem index for this purpose (Kent and Keohane, 2001; Kent, 1999; Berk et al., 2001 ).
The Japanese version (Yamamoto, 1982) was used here (a=0.87).
The General Health Questionnaire (GHQ) is a widely used standard screening instrument employed to measure psychological distress (Goldberg, 1972) . The 12-item Japanese version (Nakagawa, 1982) was used in this study (a=0.87).
Higher scores indicate a greater degree of distress acknowledged by the respondent. The total GHQ score was interpreted using a threshold of 4 points to assess the presence of a high degree of distress (Honda et al., 2001; Honda et al., 1998) .
For the partial correlation analysis, however, a derived variable was generated from the GHQ data using the Likert scale scoring method. This has been reported to produce a less skewed distribution more appropriate for regression analysis (Banks et al., 1980) . Table 1 shows the demographic, medical and psychological characteristics of the participants.
The average age was 38, and 73% of the study population was women. The underlying condition leading to facial disfigurement was found to be congenital in 67% of the participants. The underlying condition which appears the most frequently was a port-wine stain (28%), followed by a nevus of Ota (16%). One reported a maxillary sinus cancer, and the rest of the underlying diseases were benign. The current study suggests that facially disfigured people suffer from deteriorated psychological well-being (Root et al., 1994; Hughes et al., 1983) . Half of the participants here were found to have significant psychological distress. This result was compared with those of other studies in
Japan which also applied a similar 4-point threshold to the GHQ 12 scale. The result shown in this study was strikingly higher than the 18.5% prevalence of significant distress reported among Japanese internal medicine outpatients (Honda et al., 2001) , and the 9.3% prevalence reported among Nagasaki atomic bomb victims 52 years after the event (Honda et al., 1998) . Although the self-help group has already provided meetings to support individuals emotionally, the results above imply necessity for further psychological assistance. Many researchers have described stigmatizing situations in public as involving problems arising during brief encounters (Robinson et al., 1996; Macgregor, 1990; Knudson-Cooper, 1981) .
Staring and intrusive comments by strangers are the most frequently reported incidents. The incidence of unwanted attention and disrespect given by others was similar in the current study to the results reported in previous work using closed-ended questions (Lanigan and Cotterill, 1989) . In that study, 75% of patients with portwine stains reported that they experienced public staring, and 73% reported that they felt being hurt by the verbal expression others made. Hence, as long as reactions from others were not overtly disrespectful or menacing, the participants were able to explain away most of the incidents in public as being primarily based on simple curiosity or embarrassment, rather than malice (Clarke,1999; Partridge, 1994; Baumeister et al., 1990) .
It is, however, found that stigmatizing situa- For instance, patients with eczema or psoriasis reported experiencing family friction regarding their skin condition (Jowett and Ryan, 1985) . Support for the family seems also necessary, since the family may have difficulty in accepting the disfigurement.
Coping strategies
The current study found similar coping strategies that previous work has noted among people with disfiguring conditions.
Avoidance and concealment are common coping methods used to deal with stigmatizing situations, although they are generally considered to be maladaptive (Thompson et al., 2002; Robinson et al., 1996; Thompson and Kent, 2001) . Our results seem to support this commonly held view.
The high recourse rate of avoidance or concealment in this work is consistent with a previous study which found that 72% of patients with port-wine stains reported it was necessary to hide their birthmark (Lanigan and Cotterill, 1989) . The finding in this research that such coping methods had negative effects on psychological well-being is similar to the demonstration of other researchers that avoidance is related to psychosocial maladjustment in burn victims (Cahner,1992 General social skills are regarded as good coping mechanisms (MacGregor, 1990 
